Introduction {#s1}
============

Pulmonary fibrosis is a respiratory disease characterised by scarring of the lungs, resulting in reduced oxygen transport \[[@C1]\]. Different forms of pulmonary fibrosis exist, with different disease courses and prognosis; however, in the majority of patients the disease is progressive. The main symptoms experienced by patients are cough, fatigue and breathlessness \[[@C2]\]. Pulmonary fibrosis impacts the social and emotional wellbeing of patients, partners and other family caregivers, in addition to its physical impact \[[@C3]--[@C6]\].

In recent years, several studies have been conducted to generate more information on the needs of patients with pulmonary fibrosis, especially in idiopathic pulmonary fibrosis (IPF) \[[@C3]--[@C11]\]. However, the needs of partners often remain unnoticed. Previous studies show the need for better disease related education, earlier diagnosis, support groups and better access to specialist centres and interstitial lung disease (ILD) specialist nurses. One of the crucial factors that empower patients to play a more active role in their care is education. However, the best way of educating pulmonary fibrosis patients and their partners needs to be established.

A pulmonary fibrosis patient information meeting is organised annually in the Erasmus University Medical Center (Rotterdam, the Netherlands) and at the Thoraxklinik (Heidelberg, Germany) to provide additional information about pulmonary fibrosis. During these meetings we use an interactive voting system, which enables us to gather information about participants\' disease experiences and learn from their perspectives and preferences in care. These findings can be used to improve care for patients with fibrosis and their partners.

An interactive voting system, in addition, creates an environment where patients and partners can learn from each other\'s experiences. Outcomes of surveys are not always shared with patients. However, information on problems that patients and partners encounter could be very informative and might generate a feeling of relief, as people learn that others are facing the same difficulties.

Studies on cultural differences in preferences and perspectives in care are limited in pulmonary fibrosis patients \[[@C9], [@C12]\]. By using the same survey at the pulmonary fibrosis patient information meetings in the Netherlands and in Germany, we could learn more about possible cultural differences.

The purpose of our study was to determine pulmonary fibrosis patients\' and their partners\' perspectives and preferences in care. In addition, we studied whether directly projecting survey answers, *via* an interactive voting system, is informative and wanted by pulmonary fibrosis patients and their partners. We also studied whether cultural differences exist in care needs between pulmonary fibrosis patients and their partners from the Netherlands and Germany.

Methods {#s2}
=======

Patients and partners were interviewed during pulmonary fibrosis information meetings at two tertiary ILD centres: the Erasmus University Medical Center and the Thoraxklinik, Heidelberg University Hospital. The three information meetings in the Netherlands took place in 2013, 2014 and 2015 and the meeting in Germany in 2014. The content of the programme is shown in online supplementary table S1. We use the terminology "partners", but this term also includes other family members or nearest and dearest when applicable. We avoided the word caregiver, as we think that a relationship between patient and partner (or other nearest and dearest) comprises more than caregiving alone. In the Netherlands, patients and partners answered questions anonymously *via* interactive voting boxes (TurningPoint 2008; Keepad Interactive, Sydney, Australia). The questions were projected on a wide screen. Questions and answers were first read aloud, then a clock countdown of 10 s was started. The system recorded the number of votes and results were projected directly. In Germany, questionnaires were handed out to all participants and questions were discussed afterwards. Questions were derived by literature search and input of patients, ILD physicians, ILD specialist nurses an ILD research nurse. The Generalised Anxiety Disorder-single item (GAD-SI) questionnaire was administered before the lectures started, to avoid the influence of information presented during the meeting \[[@C13]\]. We asked participants 37 questions. In this article we present a selection of the questions asked. An overview of all questions is presented in online supplementary table S2.

Permission to use the data was obtained beforehand. All procedures followed were in accordance with the ethical standards of the responsible committee on human experimentation (institutional and national) and with the Helsinki Declaration of 1964, as revised in 2013. Patient permissions for data collection and usage were granted according to specific local requirements of the medical ethical committee at each participating centre. Data were collected and analysed using Microsoft Excel 2010 (Redmond, WA, USA). All data are presented as % (n), as the number of responders could vary per question.

Results {#s3}
=======

278 patients and their partners participated in the Netherlands and 51 in Germany. Demographics are shown in [table 1](#TB1){ref-type="table"}.

###### 

Demographics of patients and partners

                       **The Netherlands (2013 + 2014 + 2015)**   **Germany (2014)**
  ------------------- ------------------------------------------ --------------------
  **Patients**                         134 (48)                        27 (53)
  **Partners**                         144 (52)                        24 (47)
  **Diagnoses^\#^**                                              
   IPF                                 88 (70)                         20 (80)
   CTD-PF                              14 (11)                          2 (8)
   Exposure related                    14 (11)                          3 (12)
   Unknown                              10 (8)                          0 (0)

Data are presented as n (%). IPF: idiopathic pulmonary fibrosis; CTD-PF: connective tissue disease-associated pulmonary fibrosis. ^\#^: based on survey question.

In Germany, 17% (8) of patients and partners attended the pulmonary fibrosis information meeting the previous year. In the Netherlands, 24% (15) in 2014 and 18% (10) in 2015 had attended the previous meeting.

[Figure 1](#F1){ref-type="fig"} shows that approximately two-thirds of patients and partners experience anxiety as assessed by the validated GAD-SI \[[@C13]\]. The vast majority of participants had experienced misunderstanding because people do not know what pulmonary fibrosis is ([figure 2](#F2){ref-type="fig"}). Patients in the Netherlands prefer to talk about matters concerning the end of life early in the course of the disease, while in Germany this is less explicit ([figure 3](#F3){ref-type="fig"}). In all groups, there is great need for information on the disease ([figure 4](#F4){ref-type="fig"}).

![Patients\' and partners\' experience of anxiety in the Netherlands (NL) and Germany (GE), based on the Generalised Anxiety Disorder-single item questionnaire \[[@C13]\]. Subject responses to the question "How often in the past 2 weeks did you have problems relaxing?"](00065-2016.01){#F1}

![Experience of misunderstanding by patients and partners in the Netherlands (NL) and Germany (GE). Subject responses to the question "How often do you feel misunderstood because people do not know what pulmonary fibrosis is?"](00065-2016.02){#F2}

![Preference of talking about matters concerning the end of life in patients from the Netherlands (NL) and Germany (GE). Responses to the statement "I would prefer to talk about matters concerning end of life at an early stage of my disease".](00065-2016.03){#F3}

![Need for information on disease and prospects in patients and partners from the Netherlands (NL) and Germany (GE). Responses to the statement "I would like to know everything about my disease and its prospects".](00065-2016.04){#F4}

Other questions revealed that 88% (21) of German and 61% (38) of Dutch partners would like to have more care for partners. Psychological support was wanted by more than half of the German partners (55%, n=12). In addition, the majority of patients in the Netherlands and Germany would appreciate the possibility of psychological support: 80% (107) and 79% (19), respectively. 23% (21) of patients think that psychological support is lacking in current care.

In the Netherlands, patient and partner priorities in care are information on their disease (47%, n=62); access to an expertise centre (27%, n=35); and practical support (18%, n=23). Many Dutch patients desire treatment and follow-up in a hospital with the most expertise (58%, n=67), but a third of the patients (30%, n=34) prefer shared care between the expertise centre and a pulmonologist nearby. In Germany, the same percentage of patients favour shared care between the expertise centre and a pulmonologist nearby (29%, n=7), while only a third of patients prefer treatment only at an expertise centre (33%, n=8). Additionally, a minority (17%, n=4) of German patients prefer a combination of care by their general practitioner and pulmonologist nearby, whereas in the Netherlands only 4% (5) of patients prefer this option. Specialised centres offer access to clinical trials. Many patients desire active involvement in the development of clinical trials: 77% (20) of German and 68% (77) of Dutch patients.

At the Erasmus University Medical Center, ILD specialist nurses provide general care. They give additional information about disease, care options, medication and oxygen supply and are easily accessible by phone and email. Most (88%, n=36) Dutch patients think seeing an ILD specialist nurse is beneficial. At the time of the survey, there was no ILD specialist nurse in Germany, although 55% (12) of patients asked for such services. 21% (30) of patients and partners from both countries would like to see the ILD specialist nurse every time they visit their doctor. However, the majority of patients prefer to see the ILD specialist nurse only when asked for (67%, n=94).

The interactive voting system was well appreciated and considered informative by patients and partners ([figure 5](#F5){ref-type="fig"}). Patients and partners in both countries considered the meetings to be very useful and the majority felt more secure after attending them ([figures 6](#F6){ref-type="fig"} and [7](#F7){ref-type="fig"}).

![Feedback on interactive voting system in the Netherlands.](00065-2016.05){#F5}

![Perception of patients and partners from the Netherlands (NL) and Germany (GE) of the usefulness of the information meeting.](00065-2016.06){#F6}

![General feeling of patients and partners from the Netherlands (NL) and Germany (GE) after the information meeting.](00065-2016.07){#F7}

Discussion {#s4}
==========

This study improves the current knowledge of the needs of patients with pulmonary fibrosis and their partners. It emphasises the major impact that pulmonary fibrosis has on the emotional wellbeing of patients and partners and the need for better education on all aspects of disease and psychological and practical support. Treatment is preferred in expertise centres with access to ILD specialist nurses, and involvement in the development of clinical trials is wanted. Moreover, this study demonstrates a new way of questioning and educating patients and partners, using an interactive voting system which projected answers directly. Patients and partners found this method pleasant and informative. No major cultural differences existed between the findings in in the Netherlands and Germany.

Anxiety {#s4a}
-------

In our study, many patients and partners reported some level of anxiety. K[reuter]{.smallcaps} *et al*. \[[@C14]\] showed that depression and anxiety are common comorbidities in IPF. In another study of 502 IPF patients, anxiety was found in 9.4% at baseline \[[@C15]\]. This is comparable with the number of patients and partners in our group experiencing anxiety almost every day (11--16%). Multiple factors could contribute to the high prevalence of anxiety in this population. Anxiety is a known emotional response in breathless patients, but a background of anxiety can also increase the perception of breathlessness \[[@C16]\]. Partners feel helpless because they cannot relieve the breathlessness \[[@C2], [@C17]\]. The relationship between breathlessness and anxiety in patients and partners is also seen in chronic obstructive pulmonary disease (COPD) and chronic heart failure \[[@C18], [@C19]\]. In COPD, anxiety is one of the comorbidities with the greatest influence on self-reported health status \[[@C20]\]. The progressive nature of the disease, especially in IPF, could also cause anxiety. Furthermore, the coughing attacks suffered by many pulmonary fibrosis patients increases anxiety of partners, as they fear the next attack could be fatal \[[@C5]\]. Additionally, for certain patients, decisions about screening and being on the waiting list for lung transplantation might play a role \[[@C7], [@C21]\].

Misunderstanding {#s4b}
----------------

Patients and their partners both feel misunderstood by society, as people often do not know what pulmonary fibrosis is. This corresponds with the findings of the study of R[ussell]{.smallcaps} *et al*. \[[@C12]\], where IPF patients report feeling angry and frustrated because society has little knowledge of the disease. Moreover, patients often do not look sick to start with, which makes it difficult for family and friends to understand the devastating impact of the disease, troubling patients to talk about their condition \[[@C2], [@C7]\].

Psychological support {#s4c}
---------------------

Many patients and partners in the Netherlands and Germany wish to receive psychological support, consistent with the findings of previous studies \[[@C3], [@C4], [@C9], [@C12]\]. The progressive nature of the disease forces patients to adapt to growing restrictions in things they love to do and limits them in the activities of everyday life, impacting not only physical, but also emotional wellbeing. Patients become dependent on their loved ones and relationships with friends and family change \[[@C2], [@C4]\]. Financial problems can occur when patients have to stop working \[[@C22]\]. Additionally, psychological distress can increase when patients start on supplemental oxygen. Besides loss of independence due to logistical difficulties, oxygen makes the disease more visible \[[@C22]\]. For partners, the disease changes their lives and the relationship as well \[[@C17]\]. They become the main support in patients\' lives and often feel they have to be the "strong one", allowing themselves no time to deal with their own grief. The high number of requests for more care and psychological support for partners found in our study illustrates the impact pulmonary fibrosis has on partners and corresponds with previous findings \[[@C4], [@C17]\]. In both centres, the survey data helped to improve the level of psychological care and the tailoring of this care to the needs of the patients and partners.

End of life {#s4d}
-----------

The majority of pulmonary fibrosis patients in our study prefer to talk about matters concerning end of life at an early stage of the disease, but cultural differences exist. The study by O[vergaard]{.smallcaps} *et al.* \[[@C5]\] shows that reactional dyssynchrony can occur in coping with the disease. National Institute for Health and Care Excellence (NICE) guidelines on IPF state that discussion about end-of-life issues should start at diagnosis, and prior studies show patients\' need for information on end-of-life issues \[[@C23]--[@C25]\]. In addition, the American Thoracic Society recommends advanced care planning for patients with severe lung disease \[[@C26]\]. However, it must be realised that these conversations could be distressing to patients and partners \[[@C27]\]. As mentioned by T[hickett]{.smallcaps} *et al*. \[[@C8]\], it is important to talk about disease progression and management so patients can prepare for the future, but this process should be personalised and develop over time. This corresponds with the wishes of patients and partners to receive paced information on disease and being able to plan care in advance \[[@C5]\].

Education {#s4e}
---------

Patients and partners have a consistent wish to receive more information on the disease and its prospects \[[@C3], [@C12], [@C25], [@C27]--[@C29]\]. Patients often consult the internet, but information found is frequently incomplete, inaccurate and not up to date \[[@C11]\]. Although the need for information is well known in pulmonary fibrosis, studies to improve education and care are scarce \[[@C27]\]. L[indell]{.smallcaps} *et al*. \[[@C27]\] studied whether a 6-week disease-management programme would improve disease symptoms and health-related quality of life (HRQoL) in patients with IPF. Strikingly, patients\' anxiety and HRQoL scores deteriorated, while the stress levels of partners improved. Post-intervention interviews showed that the course was perceived to be beneficial by all participants. In the current study, we used an interactive voting system with direct projection to improve patients\' and partners\' knowledge of the disease. Although this method cannot be compared to a disease-management programme, we found that after the meeting most patients felt more secure. The majority of participants found the interactive voting system pleasant and informative. Studies on using interactive response systems in teaching have been shown to improve learning, cognitive performance and student test scores \[[@C30]--[@C32]\]. This method could therefore not only be a good and efficient way to inform patients and partners, but also enhance the information patients and partners can absorb.

Expertise centres {#s4f}
-----------------

The majority of Dutch patients in this study wished to be treated and followed-up in a centre of expertise. This result could be biased, because the pulmonary fibrosis information meetings were held in expertise centers; however, similar findings were reported by S[choenheit]{.smallcaps} *et al*. \[[@C3]\]. They found that patients treated in expertise centres were more satisfied on disease information and quality of care. Yet the German patients in the present study preferred a combination of treatment and follow-up at an expertise centre and pulmonologist nearby in equal numbers those preferring treatment at an expertise centre only. Geographical reasons may explain this difference, as in the Netherlands an expertise centre is usually within \<2 h range due to the small size of the country. The British Lung Foundation states that a considerable amount of ongoing care must be available and provided at local hospitals. The current study underlines the importance of this, as patients should be given the option of shared care, although in some countries reimbursement rules may unfortunately complicate such collaborative care options.

Research {#s4g}
--------

In expertise centres, patients generally get more access to information about and enrolment in clinical trials. According to the British Lung Foundation, only 42% of patients currently receive information on clinical trials \[[@C33]\]. A study of diabetic patients attending an ongoing trial shows that attending clinical trials improves quality of care, patient interest and engagement in their overall health services and reduces healthcare costs \[[@C34]\]. Moreover, patients were more motivated, informed and aware of their disease and how to deal with their condition. Our study shows that patients not only want to receive information about and participate in clinical trials, but also wish to be involved in the development of trials. Involvement of patients in designing clinical trials could not only help identifying which outcomes are most relevant to patients, but could also improve feasibility and patient participation in trials and tailored dissemination of outcomes \[[@C12], [@C35]\].

ILD specialist nurses {#s4h}
---------------------

ILD specialist nurses manage symptoms, treatment and possible side-effects, coordinate care and involve other healthcare services where necessary. They also teach patients how to cope with their disease and create a comfortable environment were patients can discuss their fears and problems \[[@C7], [@C8], [@C29]\]. In the Netherlands, most patients find access to an ILD specialist nurse beneficial. The NICE guideline states that all patients and their partners should have access to an ILD specialist nurse in all phases of the care pathway \[[@C23]\]. Yet, currently, as seen in Germany, not all pulmonary fibrosis patients have access to ILD specialist nurses, although the demand for such services is high \[[@C12], [@C33]\]. We agree with the NICE guidelines that all patients and their partners should have access to ILD specialist nurses. However, appointments with ILD specialist nurses should be individually tailored, as our study shows that patients and partners prefer to see the ILD specialist nurse only when required.

Cultural differences {#s4i}
--------------------

We found no major cultural differences between Germany and the Netherlands. This in line with previous studies, showing that the emotional impact of disease is similar in different countries \[[@C9], [@C12], [@C28]\]. Practical care preferences might vary due to differences in the organisation of care, geography, reimbursement criteria and local habits \[[@C9], [@C12], [@C27], [@C36]\]. Cultural differences should be taken into consideration when trying to optimise guidelines for care.

Limitations {#s4j}
-----------

The interactive voting system used in the current study carries some limitations. Patients can potentially respond to questions aimed at partners and *vice versa*, resulting in higher numbers of answers and biased scores. In addition, participants might have responded too late or chosen not to respond, and a few participants left during the meeting for various reasons (fatigue, transport and unknown reasons), resulting in missing data. We therefore report in our results the absolute numbers of responders as well as percentages. Furthermore, patients and partners attending the pulmonary fibrosis information meeting in the Netherlands could have attend previous meetings. However, we found that only 24% in 2014 and 18% in 2015 had attended the information meeting the previous year, indicating only a small overlap in the data. As the total number of participants (278 in the Netherlands and 51 in Germany) is high compared to other studies assessing preferences of pulmonary fibrosis patients and their partners \[[@C3]--[@C5], [@C12], [@C17]\], this probably dilutes the potential voting errors and overlap in data. In the current study, questions were generated by healthcare providers of different backgrounds and patients. Although these questions were not validated (except for the GAD-SI), they were considered to be informative and useful by the participants and were used by the centres to improve care.

Conclusion {#s4k}
----------

This study in a large cohort of patients with pulmonary fibrosis and their partners confirms the major impact of pulmonary fibrosis on emotional wellbeing and improves current knowledge of their needs. There is need for better education on all aspects of disease, psychological and practical support and the need for ILD specialist nurses. No major cultural differences were found between Germany and the Netherlands. The method of interactively educating and interviewing could be a good and efficient way to generate new insights into pulmonary fibrosis care and is informative for patients and their partners. However, further research into the best method of education and on tailored support programmes is needed, as these are essential to improve care for pulmonary fibrosis patients and their partners.
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